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ABSTRACT 

^ Presented are the American Association on Mental 
Deficiency's position papers regarding the rights of retarded 
persons. Included are statements on the folloiiing topics: basic 
rights (s\ich as freedom of choice and the right to the least 
restrictive individually appropriate housing) ; work by residents in 
private and public institutions (including right to compensation) ; 
protecting the lives of mentally retarded persons in cases involving 
the termination of life sustaining procedures; sterilization 
(including definitions of voluntary sterilizatioii and legally 
incpmpetent persons) ; guardianship (including a discussion of the 
guardian's powers and duties).; human rights reviev and protjction 
boards; the right to habilitation (including an individualized 
program plan and compensatory rights) ; and the use of physical, 
psychological and. psycho-pharmacological probedures to affect 
behavior of mentally retarded persons. (CL) 
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RIGHTS OF MENTALLY RETARDED PERSONS: 



/ 

PREFACE 

The American Associalioii on Menial Deficiency supports ihe "Deciaralion of General and Special Rights of the 
Menially Relarded'' as adopled by iho Inlernalional League of Socielies for ihe Menially Handicapi>€d, but recog- 
nizes ihc need lo make slal^enls more specific in nature and lo make recommendalions for «clion.^ Accordingly, 
ihe following documenl represents ihe Association's position on these matters, and is the Association's basic state- 
ment of policy. Future activities of the Association will be guided by this document, and will be directed to the fulfill- 
ment of its aims, in manners consistent with professional responsibility and professional opinion. 

Professionals in the field, individually and in concert, should assert leadership in the protection of these rights, in 
assuring their exercise and enjoyment b> retarded citizens, and in the implementation of these rights to provide for 
more satisfying circumstances of life for retarded persons. 

The Association will pursue these goals through its regional and national organizations, through its publications, and 
through its membership in other groups. 

The Association will also help to design, lo promulgate, and to implement programs of preparation for professionals, 
paraprofessionals, and nonprofessionals that will 'facilitate their safeguarding and implementation of the rights of re- 
larded persons as expressed in this statement. The Association \s\\\ assist in the drafting of model legislation; will, on 
request, comment on and assist in the development of specific proposals for legislation that would afifect retarded per- 
sons; and will participate, as appropriate, in legal proceeding? of significant import and appropriate focus. 

Professionals should bear in mind the statements in this documenl when preparing both general and individual pro- 
grams for retarded persons, when designing facilities and organizing services for retarded persons, when taking part 
in the legislative process, when taking part in the judicial process, when considering the allocation of fiscal and other 
resources, when hiring workers, when seeking employment, when teaching, when conducting research, and most of all, 
when participating directly in the treatment, training, and habilitation of retarded persons. When a professional sees 
that retarded individuals are being dealt with in a manner inconsistent with the principles expressed in this document, 
then that professional person should act in a conscientious manner to remedy the situation immediately, through in- 
dividual or group action, and by formal or informal process. This may be accomplished through job action, through 
administrative action, through legislative action, through judical action, or through whatever public and private means 
are available, moral,, ethical, and legal. The Association pledges to support such efforts in order to ensure the fuljest 
exercise of professional skills and judgment on behalf of retarded persons. Association and individual action, should be 
taken whenever an issue arises that .affects the community of interests of retarded i)ersons, whether that effect is direct 

or indirect. , i i • - 

Mentally retarded citizens are entitled to enjoy and to exercise the same rights as are available to nonretaided citizens, 
to the limits of their ability to do so. As handicapi>ed citizens, they are also entitled to specific extensions of, and addi- 
tions to, thoe basic rights, in order to allow their free exercise and enjoyment. \^1ien an individual retarded citizen is 
unable to enjoy and exercise his or her rights, it is the obligation of the society to intervene so as to safeguard these 
rights, and to act humanely and conscientiously on that person's behalf. 



BASIC RIGHTS 

I. The basic rights that a retarded person shares with his or her nonretarded peers include, but are not limited to, those 
implied in *iife, liberty, and the pursuit of happiness,** and those specified in detail in the various documents that pro- 
vide the basis for governing democratic nations. Specific rights of mentally retarded persons include, but are not limited to: 

A. The right to freed'om of choice within the individuals capacity to make decisions and within the limitations 
imposed on all persons. / 

B. Ttie right to live in the least restrictive individually appropriate environment. 

Noiirclardcd adulls have considerable lalitudc lo cuiilrul ilicir own Inc^ parliutlarly in icrms oi choosing place of ciiiploymcRl and 
place of residence. Insofar as he or she is able lo make these ihuiccs, a retarded adult should have the same freedom of choice. A classi 
ficalion of mental retardation is not. of il.scH, sufficient cause lo restrict an individual's frccd<»m of movement. 




C. The right to gainful enipioyment, and to a fair day^s pay for a fair day^s labor. 

A retarded individual shuuld be alluwed tu wurk at whatever juh he ur &he ib capable uf performing and shuuld be paid at a level" re- 
flecting his ur her productivity. If a retarded person cannot work in the community at large, and is to be appropriately employed at the 
maintenance of the public or pri\atc institution at which he rebidcb, then he also should be paid according to his level of productivity, 
and should recei\e appropriate fiinge benefits. In no e\eiit should a retarded individual be retained at any facility solely because his or her 
presence enables the institution to inaiiitaln itself. ' 

D. The right to be part of a family. 

A retarded individual should no^ be sumqiarily excised from his family, and should be permitted and encouraged to be with them when- 
ever his developmental needs can be met satisfactorily in this manner. If he or she is an indtitutionat resident, family visits should be encour* 
aged, except when such contact may be detrimental to the individuarsiwcll'hcing. 

E. The Tight to marry and have a family of his or her own. 

Any retarded citizen who can be effectively self supporting, and who can be reasonably expected to discharge edcctively the obligations 
of marriage and parenthood, should be permitted to marry and to raise a family, in no event, once u retarded person is married^ should 
this marriage he annulled on the basis of the exclusive circumstance of mental retardation, nor should that person^ right to bear and 
rear children be abridged. If a genetically transmitted condition exi^^ts, the retarded person shuuld receive appropriate genetic counseling 
to ensure his understanding of the condition. If it should become evident that a retarded individual. has become incapable of rearing .his 
or her children, as may also occur with nonretardcd parents, the same legal and professional procedures concerning parenthood thai are 
applicable to families of nonretardcd citizens should be applied to those of retarded citizens. 

F. The ri^ht to freedom of movement, hence not to be interned without just cause and due process of law, including 

the right not to be pei'maiiently deprived of liberty by institutionalization in lieu of imprisonment. 

If a retarded individual id brought to tiial and ruled incompetent to defend himself,, legal counsel must be provided, at public expense 
if necessar). A retarded person musi not be remanded to any public institution interminably. When a retarded citizen has been judged to 
be incompetent to stand trial, that citizen must be provided an integrated, individualized, and comprehensive h«tbilitative. program. Regular 
ji^diciat^and programmatic review of an- individual's program must be maintained. • 

y ' * 

, G. The rights to apeak openly and fully without fear of undue punishment, to privacy, to the practice of a religion, 

(or the practice of no religion), and to interact with peers. 

A retarded individual should not be made to fear that interacting either exclusivel) with his or her retarded peers, or with members 
of society at large, will subject him or her to recrimination. Further, he or she must not be nude to fear that complaint about or concern 
with the character of his or her public care will result in retribution. Every effort should- he made for each retarded citizen to have time 
and space for his or her exclusive use. 



SPECIFIC EXTENSIONS 

II. Specific extensions of, and additions to, these basic rights, which are due mentally handicapped [)ersons because of 
their special needs, include, but are not limited to: ^ 

A. The right to a publicly sup ported and administered comprehcnsiNc and integrated set of habilitativc programs and 

services designed to minimize handicap or handicaps. 

The retarded individual may. reasonably expect a program of habilitdtion geared to his or her individual .needs at public expense. "This 
program of hal)ilitation should recognize the individuars handicap (s), hu^ should he geared to allowing that individual to function in a 
way as nearly as possible approximating the functioning of nonretardcd citizens. Each individual, however scicre his handicaps, should 
be helped to realize his maximum potential through an individualized hiihilitative program that lakes maximum advantage of all relevant 
services, including social welfare services, medical services, housing services, vocational services, transportation services, legal services, 
and financial assistance services. Tlie program should be subject to regular rcevaluation and open review, and should be adapted to reflect 
the growth and learning of the retarded individual. For those severely handicapped individuals who may never he able to function Indc 
pcndcntly, it is the responsibility of the laigcr society to provide cffcx-tive andihumanc supervised care using the full spcctruni of resources 
essential to the person's optimal development in the least restrictive setting consistent with the individual's capacities and needs. 

B. The right to a publicly supported and administered program of training and education including, but not restricted 

to, basic academic and interpersonal skills. 

The society nmst make every effort to enable its retarded citizens, from childhood, to learn and use the skills that arc necessary to func- 
tion in the least restrictive setting possible and to function in the community at large with the least supervision that is appropriate. Among 
the skills that retarded persons should be afforded the opportunity to learn are self help skills, money handling, use ^f transportation 
services, adaptive interpersonal behavior, reading, writing, the ability to take advantage of other services and sources of a&slstanco in the 
community, and rcwaruing use of leisure time. 
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C. The right, beyond thoic implicit jn the right to education described above, to a publicly administered and sup- 
ported program of. training toward the goal of maximum gainful employmeiH, insofar as the individual is capable. 

The public should provide . comprehensive set, of .ppropri.lc programs of voc.lion.l training dusigi.edXr retarded' dlizens. Jj^^^J'^y 
be provided through such situations as residential institutions, day care centers, sheltered worksiiops, vocational rehabili at.on cenle s o 
in apprentice.hip programs in the larger community. To the extjnt . possible government at all levels should attempt to see 'htt P0~ 
are available for retarded individuals upon completion of their training, either hi publicly sponsored programs, or in private omrnl 
Governments also should encourage the employment of retarded workers, by eliminating legal and other artificial barriers to their obtain- 
ing job*. 

D. y The right to prolection against exploitation, demeaning IrealmenI, or abuse. 

R^ttrded individuals should nol be exploited, either by ihose who have been enlrujrtcd wilh iheir c.re or by members of the society 
H.Urge. (Such exploitation in the past has freciuentl) resulted from the individual retarded persons inability either to perceive ahe 
exploitative aspect of a 'situation or to defend himself or herself against it.) ^ | 

E. The right, whfn participating in research, io be safeguarded from violations of human dignity and to be protected 
from physical and psychological harm. " , ^ « ^ ! 

In sccuHnr that right, it is essential that research with retarded persons be carried out only with the informed consent of the subjects 
(or. in very ipeciW cases, of their legal guardians), that retarded persons be made aware of their right not to participate, and that ^uch 
research as may be done with retarded persons a^liere to recognized contemporary standards of ethics and Scholarship. 

Nonparticipation.in research must never be followed by aversive consequences or the threat or implied tlirea of aversive consequences. 
Given the limited ability of many retarded persons to comprehend the nature ami possible risks of a research program, it is necessary 
S^t UticuUr c.rc he taken to assure that research subjects are truly informed on what is required of them, what risks Und possib c 
benefit*) arc involved^ and what will be done with the data. Investigators have a responsibility to confine their research with retarded 
wT<^)n<, to those studies whose outcomes are likely to bear some ultimate benefit to retarded persons. 

*^The riSas 0^^^ with respect to participation in research should be monitored and secured by some thud party or group, 

rather than being left to the discretionary interpretation of individual scientists. 

F. The right, for a retarded individual who may not be able to act cfTcctivcly in hi^ or her own b ehalf, to have a 

resp onsible impr.rtTal guardian or advocate appointed by the society to protect and effect the exercise and enjoyment 

of these {oreg^ng rights, insofar as this guardian, in accord uith responsible professional o pinion, determines that; the 

retarded citizen is able to enjoy and . exercise these rights. 

A ret* 
guarded 
necessary 
made by 

continue m uv ihauu iij lin; vwunc, wiiij "i... I — ^ 

public official responsible for tlie direct and immediate care and nianap-ment of tiiat particular person. . . , . 

It is the responlihihty of the guardian to determine, in a manner consiMent with re Kible con eniporary J^^^ 
the individual with whose care he or she is entrusted can function independently, to determine tlie extent of that persons abilil) to enjo> 
and exercise' his or her rights, and to seek ihe exercise thereof. 




GUIDELINES FOR WORK BY RESIDENTS IN 
PUBLIC AND PRIVATE INSTITUTIONS FOR THE MENTALLY RETARDED 

I. INTRODUCTION 

For many years, public and prhale residential facilities for ihe menially relarded lia\e cm|)lu)cd residents lu ac- 
complish a variety of tasks associated with the oi)eration and maintenance of the facilities. Although residents fre- 
quently have nut been paid for their services or ha\e received only token compensatiun, wurk asi?ignrnenls have 
been considered to be buth therapeutic for ihe resident and, at least in the case of public facilities, justified in 
terms of the cost. to the state of providing residential services. 

Enactment of the 1966 Amendments tu the Fair Labur Standards Act ^ and the emerging recognition uf the need 
to safeguard the individual rights of retarded persons ha>e tumbincd tu forte a reassessment of current pulicies and 
practices regarding working residents. The follu\\ing guidelines have been developed buth to facilitate the applica- 
tion of the 1966 Amendments tu the Fair Labur Standards Act a ihey affect working residents in public and private 
institutions for the mentally retarded and tu assist workers in the field in dealing with the issues invubcd. They are 
intended tu maximize the social and ecunomic protcctiuns afforded under the Amendmenls withuut jeupardizing 
bona fide training and treatment programs. 

In preparing this document, the Assuciatiun has been guided by the intent and spirit of the Declaratiun uf Rights 
of the Mentally Retaided adupted by the United NatiunA Geneial Assembly un Deu mbei 20, 1971. AK^u inherent in 
this ducument is the belief that an institutiun should uffer its residents the lea^t restrictive wurk and living environ- 
ment consonant with the individual's capabilities and habilitative needs. 

II. GUIDELINES 

A. The mentally retarded individual has the same right tu just compensatiun fur his or her labor as any other citi- 
zen. 

Therefore, all institutiunal residents performing vvurk as defined in 111 G beluw (including work which is part 
of a prugram of occupatiunal training) are entitled to remuneratiun cunmiensurate with their productivity and 
in accord widi current federal, state and lucal laws and prevailing wage rates fur similar wurk in the surrounding 
community. 

ContmrntaF), The pnncipK'b uf equal treatment inherrnt in our t(»ii?titiitiwiK(I form uf p>\trniiKiit ri<|(iirc tltat nieiit.illy rct.irdcd 
persuns he offered the same ha^ic rights uther iitiM'i)> of iht iouiitr}. Thr n^iht !(> ju<t toinpt n^atiuit fur om'b lahor a well 
ebtabll^hed principle which should be applied to all mt-nt^IlN rctartkd indiMdiiaU regardless uf thtir place of residt^ice. 

* 

B. A working resident must be paid at least the prevailing minimum wage e,\(,ept when a separate certificate for a 
handicapped worker has been ubtained by the facility in accurdancc with current regulatiuns and guidelines 
issued under the Fair Labor Standards Act, as amended." 

Commrntar) , F.xistiiij; regulatiuns and puidelines i>>ued h> ihv I .S. Drpartuuiit of I.alM»r should hi interpreted to e(»vrr all liandi 
eapprd workers regardles*" of whether Uk) re*^idv in an in»titutiiwi or iii tht ii»i(iuiunit>. GiMn tlu natuK and st\(*rit> of tht afllic 
tions of man) institutional residents, it is riio^nutd that thtir |>ioduiliut> ina> In onls a Muall fia^tion of {\u average regular 
emplo>ee. nonetheless* ^>uch working residents deserve to he fairl) (oinpinsatui for thur labor (see 11 C helow). 

C. An^ jesidenl»|)ei forming wurk as defined in III G below must be ct>iii|>ensated in direct prupi>rtiun tu his or her 
"productivity as measurc^d in work-equivalents of a regular employee's output. 

Commentary. Compensation for handicapped working rcMdints must he tommcn^uratc with those paid non handicapped workers 
in nearhy industry for essentia]]) the same t>pt, (pia]it> and (juantily of woik. Tht performance of eadi handicapped worker in 
the institution, whether compensated on an hourly or piece rate ha^is, must he related to. (1) the productiuly which ^can he 
expected of an average non-handicapped worker if he were dmng the same joh, and i2i the pre\ai]ing wagi in industry in 
the surrounding coniinunit) for similar work or work rcquiring^comparahle >ki]]?. For example, if a working rt sidcnt s ^produc* 
tivity 15 about thirty (30) percent of normal output for an avira^e nun handuapprd workir and tlu prevailing wage rate is $2.00 
per hour, then he should he compensated in cash or in equivalent form of ncg< tiahlc remuneration at a rate uf 60 ccnth per hour 
(.30x12.00=10.60). 

^ D. No resident should be permitted to engage in prohibited activities as defined in III J below. 
, Commentary: Sec discussion under III J !)oiow. * 

• The 1966 Amendments extended FLSA (otcragc to emfiluyecs oj publu and pruatc husfntals and nursing homes (including institutions 
for the mentally retarded) and altered the rules affecting handicapped workers in sheltered settings. 

2 At the present time five specific types of certifuates authoruing suhminunum tuigii^ lor handuapped <lients employed in sheltered work- 
shops are available, regular program^ work aitnities center, cialuation^ trainings and indaidua! rate. A wage floor of at least fifty (50) 
percent of the prevailing minimtim tcage applies to all <lients cxtept those employed undvr uork aiJiiities tenter^ evaluation^ training 
or individual rate certificates^ Individual'/atr lertifiiOtes may not bv las than ttunti fuc (231 pencnt of the minimum wage, Work activ' 
ities center^ evaluation and training ccrtifiiates estabhsh no wage floor (Title 29, Part 523^ Code of federal Regulations, ^'Special Mini- 
mum Wages for Handicapped Workers in Sheltered Workshops ), 
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E. Residents need not be compensated for self care and domiciliary activities as defined in III I below. 

Commentary: Those LskJ^nvolving llie, resident's personal hygiene and care of the immediate domicile (e.g grooming. I'ed -nalcing 
.ndrwecp ng) wi l not be considfrcd work as defined in III G below when they .re part of the md.v.dual s written h.b.l.t.t.on 
pl.^^Therc^ore. compensation .for such activities normally is not required (see also commentary under III I below). ^ 

F When goods or products are produced on a'piece rate basis by residents, the.net profit from the sale miist be 
returned to the residents in direct p/oportion to eaqh individual's conlribuPron-.to ihe production of such items. 

Commtnlary: In determining the net profit from sale of>rCsi<lcnt-made goods 'br product?, all direct costs to the institution con- 
ncTrwhlMl'e producUon^ s„ch items may be deducted from the gross receipts from, sales. When the costs to the msl.lul.on 
exceed the receipts from sales, residents need not be compensated for their labor. 

G When any working resident is compensated monetarily for his labor and his quarterly earnings exceed the mini- 
" mum .requirement for social security coverage pt: quarter, he must be made eligible for social ^ecijrily, unem- 
* ployment and workmen's comi)ensalion if such benefits are normally available to regular institulional employees. 
Commtnlarv Under the conditions outlined above, a working resident should be entitled to the same social security, uneniploy- 
mTand workmen' com^ensaJion benefits as any regular employee of the institution. The same J.'f '"'i'. "{^ tL'^'espon^^^^^ 
fits should apply to a handicapped workmg re.Mdent a? applies to .irregular employee of the institution, including the response 
bllity for paying the employee's share of social security taxes, as applicable. 

H. All residents performing work as defined in III G below must be compensated at lea$t one and one-half times 
the regular rale for all hours over 40 hours of labor in a uork week in accordance with the provisions of-the 
Fair Labor Standards Act, as' amended. 

Commrntary: The principle of equal pay for equal work extends to payment for overtime worli in accordance with the provisions 
of the Fair Labor Standards Act, as amended. 

I. No resident who is under the legal uorking age as defined in applicable .Federal and Stale child labor laws 
may engage in work as defined in III G below. 

Commentary: Menially retarded children should receive the .same protection under applicable Federal and state child labor 
laws as any other affected minor. 

J When a resident is compensated monetarily, a portion of his wages may be withheld by the institution to re- 
cover an amount not to exceed the actual monll.|y costs incurred by the insliltilion for care, Irealmenl, training 
and maintenance of the particular individual. In deterjnining the rale to be wilbbeld from the residents wages 
the following general rules will apply: 

1 The resident may retain for Ins personal use an amount not lo^exce^d Iwenly-fivc dollars or Iwenly-fivc per- 
■ cent of monthly earnings >Nhicbever is greater. However, in no case may the chfirge to the resident for care, 
irealmenl, training and maintenance exceed seventy-five i)e,rcenl of the working resident s gross monthly 

2. The" maintenance, care, training and treatment charge for any >n orbing resid?nt must be based on the actual 
or approximate cost of providing food, lodging and ancillary services to that indtvidual. In no case should 
an average per diem cost for the entire institution or similar across-the-board estimates be used in calcu- 
lalinc charges to Working residents. , , . i . .• • f r j- 

3 In no instance may an institution charge any working resident from any one or combination of funding 
sources more than one hundred percent of the actual costs of providing. board, lodging, care and treatment 
■to that resident. . . " 

rommentary The benefits and privileges of employment carry with them* corresponding responsibilities. A working resident who 
i. Zl fn;is laL,r K to reimburse the institution for board, lodging and anci lary services in accordance with 

h-.'^nin, owtve a, indicated n il B above, frequently such residents will produce .at only a fraction of the rate of the 
his means. " J"!,\\"'*'''./'^| "incinle were literally interpreted, a large nia ority of working residents would receive 
average regular employee. Thus, ' coVt ,o the institiit ion of their maintenance, treatment and care would exceed 

no compensation for her labor ''"^^j'^'-f^^^^^''^^ jj"^ ^Vork beha br through direct compensation for their labors, a ceiling is 
the residents eSrnings. I" ""icr o ",sijent which can be retained by the institution to cover the costs 

''^h'„^Ji^n^.inT3 sl^orti e se,^" U minimum is b'ased on the amount that a Medicaid- 

^ligfe lesl'm^lll be e^'tilird to deceive for personal needs when the new Federal Supplementary Security Income program goes 

into effect next J*"""J- ancillary services, the institution should base such charges on the actual or ap- 

In dptcrmining the cost of boird. M^^^^^^^ ^^^.^.^^ isjntended to guard against cost determin.- 

tTsTa ^ro' S'lsril^il'^^iSr-^wlich ,1^ tend to exaggerate the actu^ of maintaimng more capable working 

residents who generally will require a smaller investment of staff time and lacilities. 

resiaenis wiio g , ' , , j lodging, care and treatment of any particular resident is intended to protect 

I»ii,'s[Trion?wt ! h"' ±utl7 c V rs from sevfral 'sources (Medicaid, Social Security, Trust funds, residents earnings, 
P«enul fees. e?c.) 1^^^^ hundred percent of the actual costs of mmnt.imng the resident in the facility. 
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K. All inunclary carningb ai^l other income received by a working resident inubt be maintained iri a M:cure account 
wKich is available tu the resident for use at his discretion. The entire proceeds o{ the account^ plus interest 
if applicable, should be returned to the resident upon his unconditional release from the institution. 

Commentary, Any residual carningb (aftt:r taxcb ami reiml>uri>cincnt fur the ^ubt> uf lodging, buard, and ancillary bcrvluit) 
retci\ed by a working re»idcnt bhuulil be plaucd in a ittxarc auct^unt y^With ib auccbbiblc tu (lie individual wage earner and axail* 
able fur hib eXtluMve use. In nu in^tanue >huuld the pructed» an indiudual re^ident'^^ auLuunt be lumped (ugelhLr in a general 
"patient benefit'* fund ur similar aiXimnt whiuli faiU tu identify that purtiun whiuh belongs tu the individual re^dent. When • 
resident ib uncunditiunally released fruni the ini>titutiun« he ithould receive the tutal balance remaining .in hii> ur her accuunt 
plus interest, if applicable. * * ^ 

L. Residents capable of involvement in the development of their own hahilitation plans shall be piovided the op- 
portunity to participate in the selection of work situations which are vvithin their capabilities. The institution 
should be responsible for counseling residents who ate adjudged to be capable of j>erforming \>ork or engaging 
in occupational training on the positive bencfitb of suth activities. However, no resident shall be coerced into 
Horking^.or engaging in occupational training or be punished for refusing to be involved in such activities. 

Commentary^ The in^titutiun ha:s a re^pun^ihility tu pruvide iti> rettidentb VMth jub LuUhi>Lling. Part uf buch & counseling pro 
gram bhould include a^^ibtiiig the resident tu understand and appreciate the pusitive benefits uf occupa(iunal training and v\urk. 
Whenever pussihic, residents .><huuld he offered a chuice uf wurk ur uccupatiunal training bcttinga a? part uf the develupnicnt 
of his individual habiUtatiun plan.. However, should a re^taKnt refu>e tu wurk ur engage in uecUjiatiunal training even after 
counseling, 'hTTv&houM not be forced to du so ur punished for refusing tu participate in ^uch aetivitil'^. Withdrawal uf any extra 
privileges noxnially uHeri'd working rc*i)idents will nut be considered punishment within the intent of this ducumtni. 

M. A resident in an occupational training program who does not, show ^ significant .increase in productivity over 
a six month training period, and who continues in the same activity, bhall be considered to be |>erforming work, 
and shall be remtmcrated accordingly. 

Commentary, Occupational iraining, as defined in III F below, implies that the t^pahilitit^ of the individual trainee tu perfurm 
work are being improved and enhanced through an active* training prucess. Once the ovtrall performance of such a trainee has 
been stabilized, however, and he exhibits no significant increase in productivity ovtr a rcoponable penud of time laix munths), 
then he bhould he paid for his labor, plated in a new occupational training setting or transferred to another nmri appropriate 
habllitatiun program which does not jnvulvo work or occupatiunal training. The purpost uf this piovi^ion is tu prevent tlie place- 
ment of a reisident in an activity Uhellcd occup;?tional training for a prolonged or indefiniie period of time. 

[II. DEFINITIONS 

A. MENTALLY RKTARDED INDIVIDUAL: 

1. Any individual who meets the definition of mental retardation established by the American Association on 
Mental Deficiency.''* 

2. Any person so classified by any legal jurisdiction. 

Commentary, The»e guideline.^ are intended tu cover all pcr»ons found to be mentall) retarded under the laws uf any federal 
ur Mate jurisdictiun, plus an> uther individual?, nut Mi dcaignatid, wliu meet tliJ dtfiiiiliun of ipentai retardation generalb^ccepted 
b>* professionals hi the field. 

B. institution: 

An institution is any public or private residential facility of any bi^e providing a coiihtellation of j}rofessional 
services, on a twenty -four hour residential ba^is, including those directed toward the care, treatment, hahilita- 
tion, and rehabilitation of the mentally retarded, and which exercises twenty-four hour control over these indi- 
viduals. 

Commentary. The key factor in determining whether a public or private reaidential facility meets the definitiun of an instHu* 
tion is the amuunt uf >ntroI the facility exerciser uver the lives uf the residents. An institutiun, as defined here, i:^ une whieh 
exercises twenty-four hour control over the lives of the residents for whom it is responsible. 

C. RESIDENT; 

A resident is any mentally retarded imlividual, as defined in III A above, who rcbides at and is under the control 
of an institution as defined in III B above. 

Commentary: Self cxpUn»tory. 

D. REGULAR EMPLOYEE: 

A regular employee is a [)crson who, works at an institution, is not a resident of that institution, as defined in 
C above, and who provides remunerable labor to the institution under Federal, state and local law. 

Commentary:' Se\i explanatory. 

, * ' «• 

' "Mental Retardation refers to significantly subaicrage general intellettual junaioning existing tonturrrntly with defii^its m adaptive 

behavior, and manijest during the develoitmental period** AAMD Nftnual un Temiinolugy and Classification in Mental Retardatiun, 

1973 Revision, Herbert /. Cfo«man, M.D,, Editor; AAMD, p, 11, ' • 




^' H^bSlbTincltides any aclivily or a scl of aclivilies (levelo))e(l and suiKjrvised by qualified pfofcssionair 
which are inlended lo improve and mainlain ihe heahh and ihe social, physical, and inlelleclual capabiliUcs of 
a resident. 

Commentary: An .nslUulion should maintain a written habililalion plan on each of its residents. f^^^^^ 

grated, comprehensive and individualized set of specific program objectives for the resident. Each resident s plan should be 

reviewed periodically but not less than oiiee annutlly. ^ 

When the individual's plan includes assignmem to occupational training or work, specific statements of anticipajec^ progress 

Tuld be included in tL plan along with the reasons for such assignments. When renumeration to a J"^,^ 

is to he in a form other than monetary payments, the reasons xfor using nonmonetary remuneration should hi« indualtd m the 

indivitJuars plan. / 

F. OCCUPATIONAL TRAINING: • i , r 1 , 

Occupalional Training is a siKJcific lime-limiled calegor> of habiliUthon »hich involves placemenl of a rcsulenl 
in a program >\hich is designed lo e\aluale and/ or enhance lhal residents produclivc capacily and ahilily lo per- 
form in a cominUilive or prolecled work silualion. 

Commcnti 
individua 
assignment 

over a six liiynui iil-iiuu Miiiit ciih'^b^^* »" vvvM|'«»iv..... ....... ..p. „ . - ^ .. . 

haliililatiuii program: otliorwisc. the particular activity will he rniiMilfrfil I., hf work wUhin tin- meaning ol I, l)elow.^ 

^ Work is any direclecl aclivily, or series of relaled aclivilies, uliicli benefils llie economy of an inslilulion, con- 
Iribules to ils niainlenance. or produces a salable prodncl. 

Commentary: In deci.iinp whctlier a particular aclivily conslili.tes work within the meaning of the ahove delTnition .lie key 
dclerminan W. doe., the performance of the particular activity or f.nictipn contr.hute to the ee.jnomy of l e in^t>im on. In 
ml er wo?d . if residents were not avqilahle to perform the act.vily or f.inclion. woul.l the .n.titut.o;. l.e re.|uir. d to lure add.t.oual 
stiff (or pay ovx-rtime to .xUxm^ staff) in order to properly maintain the facility and earry out .t> assigned nus^ou 
When a reM.lent is enRat'.ed in producing salahic poo.ls and products on a piece rate hasis. .Mich acliv.lies vv.ll l.e «'';'^"l"<;^ 
• 10 he work when the net profit from sales exceeds tlj..- costs to the iuslilntion conneeled with the produelu.n of such .tern, (see 
II F above). * i r • l i r« i 

Under the ,lefinili(>n. a resident ensaged m an occupalional trainini; program may or may 7' ''^ I'" """'"S^ ^"'"^ 
above dependinB on. wlicther the particular activity or function conlrilmles to the economy of the invlitut.on. 

KncS^mcans money, or olbec forms of negoliable coinpensalion, for work (incltiding work performed 
in an occupalional training silualionK ^sbicli is available lo ihe ros.denl eamer lo be used al Ins or ber discre- 
tion in delcrmining ibe benefils lo be derived iberefrom. 

Commentary: While monetary payment is the most eummonly acceple.l uielh '^•i"'^!'''??",;!;;;''"^:; 

ni7,.d llnl under tome circumstances, other forms of remiineralioii may he more desiraiile. Hovsever. iin ler llu aDov (Uiimtion. 
a"y"'s i^no\::nim"lary"~ Le nepoliahle and perniil the resi.lent.earner f-;'';/; 

«rA.;r<.« he witlie.; lo ohtain with \\U cam nc':. nlanpilile henefils lo which it is dilTicull to altaeh a moiielar) vaiiu or neniius 
Xl^the reMllent'eLm^^^ chance- to *^oxcrcise 'a choice amou, alternatives will not he c.uiM.lere.l remuneration for work 

performed. 

I. SEI.K CARE AND DOMICILIARY ACTIVITIES: !• . I • •! 

Sclf'care and domiciliary aclivilies are lasks relaled lo ibe care of ones own person and immcdiale. domicile. 
Commentary To the extent of iheir capahililles. resi'dcnts should he cxpecle.l to perform tasks relaled to perso.ul h>^ie;u- j;rooi,i. 
ing aTd ca e of tlit^r Jwn immediate domicile, As indicated ahove. sue 1 .asks r Vl"}- f";rn':el;'';oulS 
remiiiieralion. However, care and up-keep of the domicile within ihis definition, wil he limited lo regular, roulin. tasks (hat a 
normal individual o^ similar ape who lived in his own home might he calle.l upon to perform. 



^' adiv ^s are ibose work or occupalional training aclivilies wbicb: (1) are t.nstipcrvise.l; (2 are 

superv sory^ hazardous, either as defined tinder federal, sAale, or ocal law, or in ligb of an individtial s 

SEctionSl^capacilLsi and (4) involve the resident in -ibe diced care of other reBidenls, when the indivultial 
is neither" q'ualified nor being trained for such an assignment. 

Commentary h is recognised that some activities which might not he viewed as hazardous to a normal worker, indeed may he 
SiTriia^ariiou's for somt working resUlents '0 'heir physic^^^ 'X 'm 'l dicappc.l residents in preoaration for 

Some residents might hc trained, n"'t<: aPPropn^^'V^^^^^^^ care mu»l l.e taken to 

;i::;.r'c'd\rai.iiug program: m addHion. no 
Snqualilkd r^idcn'l should he'pcrmitted 10 engage iu direct care of othVr rcsulents 
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PI^DTECTING THE LIVES OF CITIZENS WHO !aRE MENTALLY RETARDED 

; " ■ . 

I 

Background - ^ ' -» 

Over the past few years, there have been widely publicized reports of instances 
in which infants with surgically correctable conditions hav-e been permitted to 
die because, in addition to their medical disorders, they were diagnosed, or 
suspected to be, mentally retarded. These infants were^t^llowed to die by the 
conscious withholding of medical or surgical treatment. 5^ 

In addition, bills have been introduced in several state legislatures which would 
permit physicians to withhold life-sustaining measures and authorize relatives ^to 
consent to such stfeps in the case of "terminally ill" patients including^ at 
least by inference, severely mentally retarded citizens. Implicit in the argu- 
ments of proponents of these so-called "Death with Dignity" proppsals is that the 
life of a severely handicapped individual is essentially meaningless and that they 
constitute a severe economic drain on the resources of their families and society. 

As the oldest, and largest national organization representing workers in the field * 
of mental retardation, the American^ Association on Mental Deficiency is deeply con- 
cerned about these developments and feels compelled to articulate its views on the 
right of every retarded person to a full life. This statement is intended- to sup- 
, plement and elaborate on an earlier Association policy statement concerning the 
basic rights of retarded persons. 

Position . , 

^ . * < 

It is the position of the American Association on Mental Deficiency that the exis- 
tence of mental retardation is no justification for terminating the life of any 
human being or for permittinf^ such a life to be terminated either directly nr 
through the withholding of life-sustaininf; procedures . 

• *' 

Discussion 

tn developing the above position the Association has taken into account the follow- 
ing considerations: 

1. ^ It is a basic ^tenet of our-* American doQ^stitutional system that all citizens are 

entiijLed to equal rights under the law. The right to preservallion of life is 
among the basic protections guaranteed to every citizen under the Constitution 
of the United* States. Therefore, it follows that all citizens, including the 
mentally retarded, shovild have equal access to current medical, surgical, social 
and other ^life-sustaining procedures, and be recognized as human beings with 
/ value and meaning to their lives, regardless of their diagnosis or prognosis. 

2. ' The rapid expansion in professional^ knowledge and technology is making it possible 

f on more retarded persons to improve their 'capabilities . For example, it has ' 
been repeatedly demonstrated that the geverely and profoundly retarded can bene- 
• . ^ fit from habilitativ^ services and, thus, enjoy fuller and more rewarding lives 
" than once thought possible. 
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With the exception of qertain classes of criminals, as a society we have 
established no ethical basis for deciding who should live and who should 
die. Criteria for evaluating the relative worthij)f a human life simply does 
not exist,^ Therefor'e, any attempt to determine Individual worth on the basis 
of economic or social consideration is invalid. 
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STERILIZATION OF PERSONS WHO ARE MENTALLY RETARDED ^ 



I. Introduction 




Mentally retarded persons have the same basic rights as other citizens. ^ Among these 
rights are the rights, in conformance with s.tate and local law, to marry, to engage . 
in sexual activity, to have children and to control one's own fertility by any legal 
means available. Since sterilization is a method of contraception available to most 
North American adults, this option should be open to most retarded citizens as well. 

However, recent reports ,on cases involving the sterilization of mentally retarjded in- 
dividuals without even the most elementary legal and procedural safeguards raise 
serious questions concerning the adequacy of current efforts to protect the human and 
constitutional rights of such citizens. Indications that retarded persons have been 
involuntarily rendered incapable of procreation because of presumed social irresponsi- 
bility, real or supposed genetid defects, or as a quid pro quo for release f rom^an 
institution or receipt of financial assistance and social services are deeply , disturb- 
ing, to say the least. ^ ' 

The American Association on Mental Deficiency is pleased that various legislators, 
governmental agencies, and a few other professional prganizations have begun to speak 
out on the issue of sterilization. We believe it is our obligation, as the oldest and 
largest organization of professionals in the field of mental retardation, to make 
known our position on the matter, especially as it relates to mentally retarded persons 

II. Definition of Terms , ' > 

A. Sterilization; A surgical procedure, the primary purpose of which is to render an 
individual incapable of procreating without impairing his or her capacity to engage in 
sexual activity. 

. Commentary ; Sterilisation, as presently practiced, differs from other methods of 
contraception in that its effects are usually permanent. Reversal requires addi- 
tional surgery whiclj is not predictably successful.^ . . ' - 

In the medical context sterilization is considered an elective procedure; the con- 
sequences are major,' although the surgery itself is frequently minor. 

B. Voluntary Sterilization ; Refers to the performance of a sterilization procedure 
with the informed consent of the patient, or, where the patient cannot give "informed 
consent, ^*but would presumably do so if competent, with the concurrence of his or her 
personal representative (acting as a surrogate) and a court, acting in his or her 
interest. 

Commentary; Currently (as of February, 197A), no jurisdiction has a statute pro- 
hibiting voluntary sterilization. Such procedures are governed by the same 



'See Rights of Mentally Retarded PersonjJ. 

Based on information supplied by the School of Law,, University of Miami. 



general legal, ethical, and professional considerations which apply to other forms 
of elective surgery. These considerations include informed consent, confidenti- 
ality of the patient-physician relationship, and the right and duty of the physician 
to refuse treatment which he or she believes is illegal, unethical, or medically 
^unnecessary, 

C. Involuntary Sterilization ; refers to legally authorized sterilization of an indi- 
vidual without his or her consent, generally following professional review procedures 
set forth in law,.butj which is not voluntary as above defined. 

Commentary ; Twenty-one states currently have statutes permitting involuntary 
sterilization. Most such laws were enacted ,in the early part of the twentieth 
century, and had "protection of society," rather than of the individual, as their 
justification; in recent years, however, there has been a marked decline in their 
application to mentally retarded persons. 

D, Legally Incompetent Person ; an individual who has been so adjudicated by a court 
of<, competent jurisdiction. 

Commentary ; Declarations pf incompetence are ordinarily made by courts upon the 
advice of professionals. Persons so declared usually have guardians appointed by 
the Court to act in their behalf. Minors are generally considered incompetent 
under the laws of most states. The age of consent, which may be different from the 
age pf majority in some states, is sometimes used as one basis for determining 
cpmpetence. 

^ E. Person of Impaired Capacity ; An individual who has not been formally declared in- 
competent, but; (1) on the basis of professional assessment, is found to be sufficiently 
mentally impaired so as to be unlikely to make a reasoned and informed judgment about" 
an issue as grave as sterilization; or (2) while possessing the mental' capacity to make 
an informed judgment, is undttr,8ome form of confinement or duress which limits his or 
her freedom to exercise such judgment. ' 

.Commentary ; Within our society, there Is a significant group of persons, who, while' 
never adjudged legally incompetent, in fact lack the mental capacity to form a 
reasonable decision on serious issues -such as sterilization. A second group of 
individuals also fall within our definition of a "person" of impaired capacity." 
These individuals may possess the intellectual capability to make reasonably complex 
decisions on their ovn behalf but are under the control of or dependent upon an 
Institution, agency, or individual for their support or survival. In such cases, the 
Individual's freedom to exercise unrestrained judgment is restricted by the nature 
of his or her dependence on the provider agency or individual. For example, regard- 
less, of how benevolent the purposes and practices of a public or private residential 
facility for the mentally retarded may be, the .individual resident is constrained 
by his or her dependence on the facility for treatment and daily sustenance and, as 
such, is a person of "impaired capacity." There should be no presumption of incom- 
petence (or of competence) associated with the designation of ah institutionalized 
person as "Impaired." * 

F. Court; Usually refers to a state court having jurisdiction in matters of competence 
and/or commitment of mental patients; ^howeyer, the term, as used here, may also be con- 
strued to mean an .administrative review board, authorized by statute, provided at least 
one member is an attorney and at least one member is a professional qualified in the 
clinical and social evaluation of mentally retarded persons. 

III. Guidelines 

Involuntary Sterilization ; The American Association on Mental Deficiency strongly 
opposes the enactment and application of statutes that permit Involuntary sterilization. 
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Commentary; State statutes authorizing the involuntary sterilization of retarded 
persons are generally based on false and outmoded beliefs about the genetic muta- 
bility of mental retardation which were prevalent in the early part of this century. 
AAMD, therefore, favors the repeal of existing involuntary sterilization statutes 
affecting the mentally retarded and strongly discourages the application of such 
laws. 

B. Voluntary Sterilization ; In order to facilitate protection of the rights of re- 
tarded citizens, and to guard against the possibility of imposing unwanted or un- 
necessary sterilizations, the general population can be divided into three classes; (1) 
competent persons or persons who are presumed to be competent; (2) legally incompetent 
persons; and (3) persons of impaired capacity. 

1* Competent Persons ; The competent person, or the person who is presumed to be 
competent, should have the right to exercise free and informed choice, without coer- 
cion or constraint, in the selection of contraceptive methods. Such an individual 
is not distinguished from any other citizen and therefore should be free to initiate 
the decision to control his or her own fertility and to elect the contraceptive 
method to be used, if any. Before such a person elects sterilization, the following 
conditions should be met: 

a. He or she should be free from involuntary constraints, such as commitment or 
legal custody, arid possible expressed or implied inducements or contingencies 
which are controlled by other individuals, agencies, or organizations. 

b. Prior to reaching a decision, each individual should be informed about, and 
have access to, other less restrictive alternative forms of contraception. When 
other forms of contraception are provided they must be offered under circumstances 
which favor their effective use. 

c. Prior to electing to be sterilized, the person should have a full explanation 
of the nature and likely consequences of the sterilization procedure and an op- 
portunity to signify his or her understanding. If the person is unable to read, a 
verified record or' transcription of the essential features of the oral interchange 
should be maintained. 

Commentary ; The intent here is to assure the maximum possible participation of an 
individual in decisions regarding his or her reproductive capacity. Therefore,, the 
most rigorous guarantees possible of this participation are tn be exercised. For 
example, an illiterate person might be competent to make a decision regarding 
sterilization; in this case a simple written transcript would be insufficient, and 
procedures and other assurances should be followed to prevent any. possibility of 
the individual's not participating fully *in the decision. \ 

2. Legally Incompetent Persons ; A legally incompetent person should never be steri- 
lized involuntarily, and should be voluntarily sterilized only in those exceptional 
circumstances which have been reviewed and approved by a court of competent juris- 
diction. Such court proceedings should be conducted ±n a manner designed to afford 
the individual all the procedural safeguards necessary to protect his or her in- 
dividual rights. In conducting its work, the court should review and affirm that all 
of the following conditions have been met. 

a. The individual is presumed to be physiologically capable of procreation; 

b. The individual is or is likely to be sexually active in the near future. 

c. Pregnancy would not usually be intended by a competent person facing analo- 
gous choices; 

d. Less drastic alternative contraceptive methods have proved unworkable or are 
inapplicable; 
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e. The guardian of. the person agrees that sterilization is a desirable course of 
action for his or her ward; / 

f. The Court has received advice based on a comprehensive medical, psychological, 
and social evaluation of the individual; 

g. The person is represented by legal counsel with a demonstrated competence in 
dealing with the medical, legal, social, and ethical issues involved in steri- 



h. The person, regardless of his or her level of competence, has been granted a 
full opportunity to express his or her views regarding sterilization and these 
views have been taken into account in determining whether to sterilize the 
individual. 

Commentary ; An individual who is incompetent should not be denied access to steri- 
, lication; however, the legal, social, ethical, and professional safeguards out- 
lined above should be applied rigorously to assure that the best interest of the 
retarded individual remains paramount in the decision-making process • 

3, Persons of Impaired Capacity ; Persons of impaired capacity, as defined in II, E,^ 
above, should not bie sterilized, except with the approval of a court of competent 
jurisdiction. The same conditions set forth for sterilization of legally incompetent 
persons under III, B, 2, above, should apply, except that the additional approval of 
the next of kin (or if lacking such ki^, of a guardian ad litem) should be substi- 
tuted for the consent of the legal gu2*dian of the person, if there is no legal 
guardian other than a public official, / 

Commentary ; It is the intent of this guideline to ensure that retarded persons 
are afforded adequate safeguards against unwanted or unnecessary sterilizations* 
Therefore, whqre doubt exisjts as to whether the individual Is capable of exercis- 
ing an informed judgment or is under some form of custody or duress, the in- 
dividual should be considered a "person of impaired capacity," and thereby af- 
forded the additional protections offered under this guideline. 



lization; 
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GUARDIANSHIP FOR MENTALLY RETARDED PERSONS 



I. Introduction 

In its basic policy statement on the "Rights of Mentally Retarded Persons," 
the American Association on Mental Deficiency recognized that some retarded in- 
dividuals will require the assistance of a guardian in order to exercise and 
enjoy fully their legal and human rights. That statement says, in part, that 
"...a retarded individual who may not "be able to act effectively in'his or her 
own behalf has a right to have a responsible impartial guardian or advocate ap- 
pointed by the society to protect and effect the exercise and enjdyment of his, 
or her rights . .'." 

Guardianship is a legal relationship whose essential purpose is to replace 
the disabled individual's legal authority to make personal decisions in his or 
her own self-interest when the individual does not have adequate natiiral capacity 
to make such decisions for himsejlf or herself. At the same time within the 
guardianship process the first t?asic right of the mentally retarded person would 
be honored. This is "the right to freedom of choice within the limitations im- 
posed on all persons."! To the maximum extent of their capabilities, retarded 
persons, whether under guardianship or not, should be permij.tted to participate 
as fully as possible in all decisions which will affect them. 

Guardianship can be compared to a physical prosthesis which replaces a 
naturally functioning member. Excising the member (in this case the legal right 
of the individual to certain elements of self-determination) should not be under- 
taken until it is clear that a substitute member, in fact, will give the indivi- 
dual a fuller funqtional capacity for social living. Like an artificial leg, 
guardianship necessarily operates in a manner somewhat different than the function 
it replaces and may even have some advantages which partially compensate for the 
basic loss of the natural function. In fitting a prosthesis the surgeon makes 
every effort to conserve the remaining natural functions . 

Similarly, in appointing a guardian the responsible body ideally should seek 
to preserve for the ward the opportunity to exercise those rights which are within 
his comprehension and judgment, allowing for the possibility of error to the same 
degree as is allowed to persons who are not retarded. 

In the past, American society has failed to take full cognizance of the 
special needs of retarded persons in the establishment of guardianship systems. 
Thus , the guardianship statutes of most states and provinces are designed with 
emphasis on safeguarding the ward's property. Only recently have the peculiar 
needs of retarded adults for personal and social supervision begun to be recognized. 

Those whose incompetence is due to mental retardation have certain characteristi 
which tend to differentiate them from persons who bebome senile or s,uffer an epi- 
sode of mental illness. Some of these characteristics are the following: 



Having grown into adulthood without experiencing a normal childhood 
or normal adult independence, the retarded person tends to accept 
continuation of the status of dependence. ' 
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- The advilt whose retardation is manifest in a significant degree of 
social incompetence can expect to continue to develop and mature, 
"but at the same time to require continued assistance in decision 
making and protection from exploitation; this prospect is of very 
long duration. 

- The retarded person is likely to have relatively low, if any, 
earnings and consequently is unlikely to accumulate the assets 
which in the past have given rise to the appointment of a guardian 
of "both the person and property.. 

- The incompetent retarded adult is likely to rem'ain single and hence 
less likely to have a spouse or children to attend to his or her 
needs; thus .he is more vulnerable as his parents "become older. 

The purpose of this statement is to articulate a set of principles upon 
which an improved guardianship system can be based - one which takes into account 
the special needs of retarded persons in an affirmative manner. 

In order to have an improved guardianship system it is necessary to have: • 

(1) reform of procedvires which assure "due process" in h manner 
which is "both responsive and practical;' 

•> 

(2) ^ substantive machinery to assure that any person who needs 

guardianship will in fact have the continuing assistance of 
a conscientious well-oriented individual. 

The National Conference of Commissioners on Uniform State Laws and the 
American Bar Association recently developed a proposed Uniform Probate Code _ 
which, in Article V, covers "Protection of Persons Under Disability ana Tneir 
Property." These recommendations, if followed, would effect many of the pro- 
cedural changes necessary to implement the principles proposed in this position 
statement. In particular-, the Uniform Probate Code would: 

(1) distinguish more clearly between guardianship of the person and 
conservatorsh^ip (of the property) both as to functions and as _ 

to the degree and character of disability which justifies -.Prieir use; 

(2) place reliance on the discretion of the guardian or conservator 
unless expressly limited, by the court;- - 

(3) emphasize provisions designed to avoid the necessity of guardian- 

■ ship or protective proceedings; for example, the proposed language 
expressly permits the court to intervene directly in short term or 
one time decisions affecting property where the appointment, of a 
conservator would be, unduly cumbersome; 

iU) expressly authorize testamentary nomination of a guardian or con- 
servator by a spouse or, parent; / 



2 Joint Editorial Board for the Uniform Probate Code. Uniform Probate 
St. Paul, Minnesota: West Publishing Company, 191^ Edition. 



(5) permit a guardian who is npt also a conservator to ^receive And 
dispense moderate amounts of income, etc., used for the benefit; 

. of the ward. ; " * . 

(6) consolidate "regiilar^* guardianship with "veterans*^ guardianship. 
II Definitions 

A. Advocate . A person who promotes the interests of another. 

B. Beneficie^ry .^ The person who benefits from an established trust. 

C. Conservator . A person who is appointed -by a court to manage the estate 
of a protected person. 

D. Fiduciary . A general term for a person entrusted with the property or 
interests of another. It includes conservators,, .guardians, trustees, etc. 

E. ' Guardianship . ^ A legally recognized relationship between a competent 
adult (the guardian) and a minor child or incapacitated adult which lays upon the 
gueirdian the duty and right to act on behalf of the ward in making decisions 
affecting his or her life.- 

,F. Incapacitated person >^ Any person who is impaired by reason of mental 
illness, mental deficiency, physical illness or disability, advance age, chronic 
use of drugs, chronic intoxication, or other cause (except minority) to the ex- 
tent that he lacks sufficient understanding or capacity to make or communicate 
responsible decisions concerning his or her person. 

G. Legal guardianship . Guarjiianship established by a court (or other 
authorized administrative body) after a determination that the ward is in- 
capacitated. 

H. Minor ward . A minor for whom a guardian has been appointed solely be- 
cause" of minority. 

I. . Natural guardianship . The relation of a parent to his or her minor child. 

J. Protected person .^ A minor or other person for whoin a conservator has been 
appointed or other protective order filas been made as a result of a ^disability . 



3 ^ 

Traditionally guardianship has included guardianship of the person and guardian- 
ship of .the property. All states have guaX'dianship statutes; however, teminology 
differs; many still use "guardian" to include "conservator." Other terms used 
in some states include "curator," "committee," etc. In this statement the Uniform 
Probate Code usage which defines "guardian" so as to equate it to "guardianship 
of the person" will be followed. 

The Uniform Probate Code discontinues the use of "incompetence" as a legal term 
c and uses instead the concepts, of "incapacitated person" and "protected person." 
See footnote k. . , • 



K. Protective proceeding.^ A proceeding to determine that a person cannot 
effectivelylnanage or apply his estate to necessary ends, either because he lacks 
•the ability or is- otherwise inconvenienced, or because he is a minor, and to 
secure administration of his estate by a conservator or other appropriate relief. 

L. Trustee . One entrusted with managing assets for another under the terms 
of a trust. The trust may be established by the do^or for the benefit of him- 
self or someone else. 

M. Visitor . With respect to guardianship proceedings, a person who 
is trained in law, nursing or social work and who is an officer, employee or 
special appointee of the court with no personal interest in the proceedings. 

N. Ward. A person for whom a guardian has been appointed as a result of an 
incapacity. 

Ill General Principles 

A. Since conservatorship or guardianship necessarily denies an individual 
the right to exercise freely certain personal liberties, every effort should b.e „^ 
made through the use of social counseling services to prevent the need for J 
appointment of a guardian or conservator (or both). , - i 

B-." No mentally retarded adult should have a guardian appointed unless (l) he 
or she is found to be Significantly lacking the social competence necessary to _ 
make critical decisions respecting the conduct of his or her life; (2) thp appoint- 
ment of such a guardian will be in the best interest of the person and the com- 
munity, and (3) procedural due process has been observed in reaching these findings, 

C. To the maximum extent of their capabilities, retarded persons, whether 
under guardianship or not, should be permitted to participate a:s fully a^ possible 
in all decisions which^ will affect them. 

D. Retarded adults who cannot assert their own rights should have individual 
guardians appointed, regardless of the setting in which they are living. 

E Retarded children who lack parental jsupervision or support should have 
guardians appointed in the same "manner as similarly situated minor children who 
are not retarded. 
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F. The boundaries of a specific guardianship should be specified taking full 
cognizance of the social competencies and limitations of the individual ward. In 
other words, the guardian's mandate shoul(J be prescriptive in nature permitting 
the retarded adui't to act in his own behalf on all matters in which he is competent, 



Section ■5-HOl of the Uniform Probate Code provides that "appointment of a con- 
servator or other protective order may be "made in relation to the estate and 
affairs of a person if the court determines that (i) the person is unable to 
manage his property and affairs effectively for reasons such as mental illness 
or disability, advanced age, chronic use of drugs, chronic intoxication, con- 
finement, detention by a foreign power, or disappearance; and (ii) the person 
has property which will be wasted or dissipated unless proper management is 
provided,- or th'at funds are needed for the support, care and welfare of the 
person- or those entitled to be supported ^by him and that protection is necessary 
or' desirable to obtain or provide funds." 

IT 
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G. Particular cai-e should be taken that retarded adults are treated like 
adults, and not like children, even when they are under guardianship. 

H. All clinical Judgements as to an individual's competence should be based 
on a careful evaluation conducted by a multi-disciplinary team. In no event should 
an evaluation of social competence be based on the Judgement of a single professional. 

IV Powers^ Duties and Qualifications of the Guardian or Conservator 

The specific duties of a particular guardian will vary according to the 
individual competencies and limitations of the ward (see III, F, above) and the 
capacities of the guardian. Duties of guardianship and conservatorship may be 
separated or assigned to the same fiduciary. 

A. Povys of the guardian . Although the powers of the guardian may be limited 
by the appointing authority in order to permit the ward to exercise his residuaQ. 
c2ipacities to make his own decisions, the powers accorded to the guardian in the 
area of his , responsibility should be sufficiently inclusive to enable him to act 
promptly and effectively and "normally" in the interest of his ward. He should 
therefore^ in general, have authority to expend JTunds for routine purposes beneficial 
to the ward, to give informed consent for medical and surgical care, and to apply 
for admission of his ward to those community and residential services which, after 
professional consultation, he deems, most appropriate, provided such facilities meet 
certain standards which assure appropriate independent evaluation of the need for 
such admission, and the quality of care. 

The following criteria apply to the guardian's exercise of his major powers: 

I. Admis sion to facilities 

' m 

a) If the facility is of a type which is subject to licensure it should 
be licensed, and preferably accredited. 

b) If the facility is of a type which could be certified for care of 
persons who are eligible for federal support under such programs as 
"Medicaid" and "Medicare", it should be so certified 'evjen though 
the ward may not himself , be eligible for these benefits. 

c) If the facility is a residential facility it should have policies 
and procedures relative to admission which meet the criteria of 
Accreditation Council for Facilities for the Mentally Retarded, 
Joint Commission of Accreditation of Hospitals, or its equivalent 
for admission and release. Such policies and procedures are 
designed to assure (l) that a comprehensive evaluation of the re- 
tarded person's needs and the alternatives for meeting them has 
been made and (2) that the placement is considered to afford the 
optimum available program plan for the individual. This includes 
the concept of "least drastic alternative." 



7 See Section 1.3, Standards for Residential Facilities for the Mentally Retarded 
(as revised). Joint Commission of Accreditation of Hospitals, 1971. 
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2. Informed consent 



a) In giving informed consent on "behalf of his ward, the guardian 

should "be entitled to full information, including information on ' ^ 

' care, treatment and training alternatives- Informed consent "by 
the guardian to experimental procedures should "be suliject to the 
restrictions estal)lished "by the United States Pu"blic Health Ser- 
vice regardless of whether federal funds are involved, 

f * 

3, Expenditure of funds / 

The Uniform Ero"bate Code calls for appointment of a conservator when the 
ward's property requires "management" or, when the ward has dependents, "but 
states that if none have "been appointed the guardian may receive money and 
tangi"ble prc^perty and will apply them to the ward's needs. If there is a 
conservator the guardian still has responsil)ility for decisions regarding 
"current expenses," 

When a disa"bled or incapacitated person's assets are held in trust it 
may not "be necessjary to appoint a conservator; on the other hand, it may 
prove useful to appoint the trustee as conservator if the beneficiary _alS9 
has property not- in trust. Where the trustee is an individual and the 
beneficiary is incapacitated it may be desirable for the trustee also to seek 
the status of guardian; where the trustee is a bank, it will usually be de- 
sirable to have an individual appointed to serve as guardian of an incapacitated 
beneficiary. 

Court review 

A decision of a guardian on behalf. of his ward may be reviewed by the 
appointing court on its own initiative or on petition of a near relative of 
the ward, or on petition or recommendation of a qualified mental retardation 
professional or public interest attorney. 

The above criteria are consonant with t4ie Uniform Probate Code , 

B". A guardian (of the person) should - j 

*^ >1. interact regularly with the ward; 

2. allow the ward to make as many decisions as possible and par- 
ticipate as meaningfully ''as possible in other decisions affecting 
his or her life; . 

3. serve as an intermediary or interpreter for the retarded person 
•in his or her interaction with social institutions; 

\, enlist .professional expertise where necessary (physician, lawyer, 
etc, ) ; ' • ' * 

5. assure that the ward fulfills all civil duties; 

6, act on behalf of the ward in securing personal and civil rights; 

19 ' 



7» selisct and mobilize needed community resources on "behalf of the 
ward;. 

8. keep track of the ward^s progress in service progr^s and assure 
that his or her civil liberties are teing adequately safeguarded; 

9. conform to all requirements of the appointing court. 

C. A conservator should 

1. oversee the handling of any financial assets the ward may have and 
assure that all financial decisions are made in the "best interest 
of the ward; 

2. cooperate with the guardian (of the person) providing funds needed 
to pay for appropriate services, etc. 

D. Prerequisites for guardianship appointments 

JUp "be selected as a guardian, an individual should possess the following 
qualities ; ^ 

1,. should "be atle and willing to perform the duties specified atove; 

2. should "be atle to maintain the "best interests of the retarded ward 
as the paramount consideration in all decisions made on his or her 
tehalf; 

3. should fiave no conflict of interest; individuals who have personal- 
financial interest in the ward or are professionally responsible for 
providing or supervising his or her care or treatment should not he 
appointed guardians under any circumstance; however, this considera- 
tion should not preclude "appointment of jJarents, natural or adoptive, 
or other close family members where otherwise suitable; , 

k. sh6uld be accessible - i.e., in close enough physical proximity and 
not so overburdened with other duties that he or she is unable^ to ' 
interact regularly with his or her ward; 

5. should be in a position to serve as guardian ove>" a reasonable 
period of years. 

E. Recall statutes should include provisions for recall for non-feasance, 
malfeasance, death, incapacity, etc., and for expeditious appointment 
of successor guardians' (see Uniform Probate Code). 

V. Determination of Need for Guardianship 

"Due Process" in determining the need for guardianship require,s that this need 
be reviewed by a judicial body or by a designated administrative tribunal or panel 
which observes due process and whose findings are subject to appeal to a court. 
If a court is given the responsibility directly, preference should be given to 
a family court. In either case the body (court or tribunal) should have its own 
* resources for obtaining advice and information which will permit its members (l) to 
develop an informed opinion as to the social characteristics of the mentally 
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retarded subject and the nature of his need for legdl enablement through guardian- 
ship, and (2) to select an appropriate person to serve in the capacity of guardian. 
If the tribunal consists of several persons drawn from the fields 'of behavioral 
science and! law, with experience in mental retardation, thenHhe need for back-up 
staff will be less than if the body is a court of general or probate jurisdiction. 



The basic responsibility of the court or tribunal is: • 

A. To determine the extent of the prospective ward's impairment in 
adaptive behavior ("incapacity") and his consequent need for a surrogate 
decision maker and advocate to act on his behalf in respect to some 

^r/ all major decisions affecting his life. 

B. To select and appoint an appropriate guardian from among possible 
guardians; private or .public. 

C. y To describe (in a written charge) the extent and scope of the guardian s 
' duties and authority vis-a-vis the partic\ilar ward. 

As a general principle, the charge to the guardian should respect the discretion 
of the- guardian in those areas not reserved to the ward, with a minimum of detailed 
review (other than periodic review) by the guardianship agency or the court or 
tribunal (see IV above). 

- The general functioning o'f guardians and the guardianship system should be 
evaluated and monitored by the guardianship agency as described in VI below. 

In the process of determining the need for guardianship, the court or tribunal 
should assure the prospective ward the right to: 

^ (1) have a fiai, fair and impartial hearing; 

(2) have independent legal representation during all stages of all proceedings; 

r l^. (30 have access to all records and documents presented to the tribunarl or 
' court which bear on his case; 

[k) receive an explanation in clear, nontechnical language, of his or her 
rights and the purpoae of the hearing; 

(5) be present at the hearing and be heard; * 

(6) ' appeal the tribunal or court's decision to a court of higher jurisdiction,; 

(7) have his or her need for continuing guardianship reviewed periodically 
by the court or tribunal. Prior -notice of such proceedings should be 
sent to all interested parties and cross-examination should be permitted. 

VI. Guardianship Agency 

In order to facilitate the recruitment, training, appointment and ^ Supervision 
of individual guardians,, a guardianship agency should be established in each state 
of the United States and. province of Canada. The gen'eral functions and organiza- 
tional prerequisites of this agency are provided below: 
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A. Functions of the Guardianship Agency 

1. Recruitment, training and',submitt£tl of recommendations on potential 
guardians; 

2. Supervision an^ monitoring of .guardians; " • " ' 

3. Review of the reports filed by guardians (in accordance with rules 
set out by the court or agency) and taking air necessary actions 
based .^n an ai^alysis of such reports; * 

1*. Investigation* of individual cases, eithef ^in response to complaints 
or ' on a random sample basis, to determine the adequacy of existing 
guardianship arrangements ^ 

^5. Conduct outreach activities (e.g., community education, identifying 
^ * retarded persons who may be in need bf guardianship, etc.) 

•6. Furnish necessary tec)|^ical assistance andv,back-up services, to 
^ guardians; 

7. Assure that individual counseling service^are provided through 
existing service agencies in order to minimize the number of persons 
requiring guardiariship services; * * 

. -♦. 

8. Gather information on thp overalJ. guardianship system and evaluate, 
its effectiveness; , 

9. Provide personnel to the courts, as requested, to serve as "visitors". 
(Section 5-308, Visitor in Guardianship Proceeding, Uniform Probate 
Code . ) ^ ' ^ 

B. Organization of the Guardianship Agency , 

1. The agency should be adn^inistratiyely and fiscally independent of 
any public or private agency re^sponsible for the delivery of direct 
services to mentally retarded persons. 

2* The agency should be adequately financed and staffed (both qualitatively 
and quantitatively) to carry outfits functions. The agency's permanent 
staff should be drawn from a variety of professional disciplines. 

3. The responsibilities of the agency should be sufficiently decentralized 
so that agency representatives can interact directly with individual 
guardians and have an opportunity to observe, first-hand, the day-to- 
day operation of the guardianship system throughout the state or • 
province. 

VII. Support Activities . - • . . ' 

A. Schools of Law throughout the country should be encouraged to: 
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!• Include more social scientific information about mental retarda- 
tion in their curricula; 

•» 

2. Foster activities in which law students come into direct convict 

with a diversity of mentally retarded persons and with professionals 
who work with them; . • 

3v Cooperate in research related to methods for determining arid * . 
validating relative social competencies among mentally regarded ^ 
individuals; and 

h. Undertake comparative analyses of various guardianship. systems, both 
nationally and internationSlly . 

Schools of Social Work, Medicine, Education and other appropriate 
university vinits, including University Affiliated Facilities, should inr 
elude additional curricular material relative to rights of minors and 
'incompetent persons and on the constitutional basis for due process pro- 
cedures, family law and related legal principles. Students in human , 
services should be brought in contact with law students and faculty in 
^'real life" -situations. 
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HUMAN RIGHTS REVIEW AND PROTECTION BOARDS 



1. Introduction 



^ Vulnerability to rights violations varies dependir :pon economic and social 
, group membership. Mentally retarded individuals are especially susceptible to iri- 
/ fringement of their rights. 

4 

In its basic policy statement on the "Rights of Mentally Retarded Persons" 
(October, 1973) the American Association on Mental Deficiency m^Jces clear that 
professional persons have a moral and ethical responsibility for providing leader- 
rShip in protectiii({; the rights' of retarded persons. The statement says, in part, 
"Professionals in the field, individueuLly and in concert, should assert leadership 
in protection of these rights, in. assuring their exercise and enjoyment by retarded 
citizens, and in the implementation of these rights to provide for more satisfying 
circumstances of life for -retarded persons." 

One of the difficulties faced by individual practitioners and interested pro- 
fessional and citizen groups, however, is the lack of a clear focal point within our 
society for protecting the legal and human rights of retarded children and adults. 
The purpose of this policy statement is to suggest a general gtrategy for addressing 
this issue. 

II . Guidelines ^ 

* A. Establishment of Human Rights Review and Protection Boards 

In order to safeguard adequately the legal and hiunan rights of mentally 
retarded persons, a network of human rights review and protection boards 
should be established in each state of the United States and each province 
of Canada. The main purpose of these boards will be to assure that proper 
legal, administrative^ and procedural safeguards are available to protect 

the individual rights of mentally retarded persons. 

• » 

Commentary: While the scope of the boards' activities and organizational 
configurations nay^vai-y significantly from state to sta,^:e, each board should 
jt>cx;form the essential functions and be organized in accordance wilh the 
general principles (Outlined below. Among the factors which, will have to be 
taken into account in organizing a statewide network of boards are: (a) 
the physical size of the state and other gepgraphical considerations; (b) 
population; (c) the structure of the existing service delivery system, in- 
cluding defined sub-state sej:vice areas; and (d) any other relevant social ^ 
and political factors. , , " 

B. Functions of the Board 

Each board should perform the following essential functions: 

1. Review, monitor and assess the efficacy of existing and proposed 
\' methods and procedures for protecting the rights of mentally 

retarded individuals,; 

2. Review and comment on proposed legislation, regulations, guidelines, 
and standards for licensure insofar as they affect the human rights 
of retarded individuals. 
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3. Serve as an independent review body responsible for investigating 
alleged violations of the rights of individuals and groups brought 
by retarded persons, their parents or guardians, or _other -parties; 

h. Assure that all service agencies have formal due process appeals 
procedures through which retarded persons or their representatives 
can raise complaints concerning alleged infringements of their 
Ifights and receiye a prompt and fair hearing before the board; 

♦ 

5, Bring to the attention of appropriate agencies existing violations 
of human rights; 

6, Perform periodic on-site inspections of programs serving the 
mentally retarded to assure that the rights of all clients are 

._^being adequately protected. 

Commentary: Human Rights Review and Protection Boards are not intended to 
deny any individual the right to seek redress in the courts- On the contrary, 
the boards should be reviewed as an administrative means of , identifying actual 
or potential Tights violations and seeking appropriate corrective action before 
formal litigation becomes necessary. The boards would also be responsible for 
advising legislators and agency administrators on the adequacy of rights safe- 
guards built into statutes,, regulations and agency operating policies, 

Since its primary role is administrative, a board should not initiate, 
sponsor or otherwise directly engage in litigation; however, individual board 
members, acting independently of the board, may choose to play an active role 
in cases before the courts, 

III Organizations of the Boards 

In organizing the proposed boards the following general principles should be 
followed: 

1, The board should be administratively and fiscally independent of any 
public or private agency responsible for the delivery of direct ser- 
vices to mentally retarded persons; 

2, The board should be so positioned within the state, regional or local 
structure of government as to have ready access to^ key decision makers 
in each of the major component parts of the service delivery system; 

3, The board shoulfJ have free access to the records of agencies serving 
the retarded within their jurisdiction except that confidential, per- 
sonal records should not be released unless authorized by the client, 
the client's legal representative, or the courts, 

k. The board should be adequately financed and staffed (both qualitatively 
.and quantitatively) to carry out its functions. The board's permanent 
staff should be drawn from a variety of professional disciplines; 

5, A cross-section of major viewpoints on the needs and rights of retarded 
citizens should be represented on the board. The membership of the 
board should include a qualified attorney, consumers , consumer representa- 
tives, and professionals from a minimum of three associated fields such 
as social work, education, psychology and medicine. 
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Cormentary: While a board must be prepared to speak out forthrightly against 
administrative policies or professional decisions which infringe on the rights 
of retarded persons, its purpose is not to second guess the professional 
judgment of individual practitioners regarding the most appropriate treatment 
modalities or intervene in the day-to-day administrative decisions of program 
officials except as they impinge on the exercise of the legal and human riTghts 
of mentally retarded individuals. In addition, the board should function as a 
corporate body and not as a vehicle for airing indivj^n.al giitivances, concerns 
or progratamati c viewpoints of individual membe}/s of the board. 
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THE RIGHT TO HABILITATION FOR PERSONS WHO ARE MENTALLY RETARDED 



I Introduc tion 

' * 

Over the past twenty years, American society has learned that any serious 
attempt to ameliorate the consequences of mental retaridation, of necessity, 
must involve the synchronized efforts of a variety of health, education and^ 
social service specialities- Providing this^wide array. of needed- services m a 
comprehensive, balanced system, however, has'' proven to be an elusive goal. ^ 

Fragmentation of services and lack of proper interagency coordination continue 
to be major problems in many states and communities, despite the oft-documented 
failure of traditional, isolated systems to offer an adequate range of service 
needs among the client pppulation. Denial of the basic legal and human rights of 
retarded persons frequently is grounded in the failiire of society to develop 
service delivery systems which are multi-faceted, make available to the retarded 
a wide range of generic and specialized health, education and social services and 
build in workable mechanisms for client-centered case management and interagency 
cooperation. 

.* 

It is important to recognize that attempts to deliver direct services to 
mentally retarded clients oftea involve the real or potential denial of one or 
more of the individual's rights or prerogatives. For this reason, it is' incumbent 
on responsible professionals to employ intervention strategies which minimize ^ 
the degree of infringement on the client's rights without sacrificing the likeli- 
hood of positive outcomes. ^ 

Inherent in this emphasis on minimal intervention are' several important, under- 
lying as sumptions,^ on the part of the American Association on Mental Deficiency, 
about mental retardation and society's responses to the problem. First, no right 
or privilege should be withheld from any citizen without a convincing justification; 
at the same time, denying mentally retarded individuals access to appropriate 
services on rigid civil libertarian grounds is no solution to the problem. Indeed, 
inaction may a cruel form of inhumanity to an individual desperately in need of 
assistance . Second, in view of the complexity and diversity of the assistance 
needed by pefspns classified as mentally retarded, habilitation services must be 
individually tailored and packaged to meet th^ needs of each particular client No , 
Restriction shoiald be placed on a client's rights or privileges by a service agency 
or individual practitioner unles-s it can be clearly dem^onstrated that the restriction 
is an essential prerequisite to accomplishing an approved service Koal. The fact 
that it may be necessary to limit the exercise of a particular right of a client in 
an effort to achieve a service goal, however, is insufficient grounds for withholding 
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In the legal context, this principle is often referred to as the "least restric- 
tive' Alternative." Over the past few years, as the resxat of a flurry of federal^^ 
and state lawsuits asserting the "right to treatment" and the "right to education 
for all mentally retarded individuals, the concept of the least restrictive alter- 
native has been added to the lexicon of most professionals in the field. However, 
the meaning of the term itself frequently has been confined to physical restric- 
tions on an individual's freedom, whether in an inappropriate educational setting 
.(e.g., a segregated classroom) or in a residential milieu (e.g., a sterile, cus^ 
todial institution). It should be made clear that the concept of minimal inter- 
vention, as it is used in this position statement, applies equally tp the service 
or treatment modalities selected by the program staff as well as the physical en- 
vironment in which the program takes place. j^ 
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any other right or privilege of that individual. Finally, the impact of mental 
retardation is dynamic in nature and, therefore, often will have differential 
effects at various points in the retarded individual's life. The service delivery 
system must be flexible enough to adjust to such changes and restore individual 
rights and privileges as soon as they can be properly exercised by the client. 
The purpofe of this statement is to specify the service rights of mentally re- 
tarded individuals and to articulate the views of AAMD concerning the principles 
underlying an effective, balanced and comprehensive approach to* delivering a full 
range of habilitative services to such persons, ^ 

II The Individual's Right to Service 

As the Association stressed in an earlier position statement, "mentally re- 
teurded individuals have the right to a publicly sujpported and administered com- 
prehensive and integrated set of habilitative programs and services. designed to 
minimize handicap or handicaps,"? Among the service rights specif iceuLly recog- 
nized by the Association are: 

A. The right l/o a free public education appropriate to the individual's 
needs: 

B; The right to quality medical care; 

The right, in accordance with a written, individualize"d program plan, 
to such training, rehabilitation,^ habilitation, therapeutic and 
counseling services as will assist the individual to develop to his 
or her maximum potential; 

D, The right to engage in productive labor or other meaningful activities 
to the extent of his or her capabilities; 

E, The right to assistance in securing access to appropriate services 
and exercising his or her full rights as citizens; 

F, The right of the retarded individual to exercise freedom of choice 

in the selection of services ^ to the extent of his or her capability; 

G, The right to a physical and social environment conducive to the 
development and growth of the individual and the full exercise of the 

I rights listed above, ^ 

The right of the client or his or her pajr^^gA^ gualrdian or legal repre- 
sentative to have access to all personal service records, data and 
information maintained by any service agency. 

An effective service delivery system should be designed to secure- and safeguard 
the above rights. 
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III Elements of an Effective Service Delivery Network 

3 

Mentally retarded persons, like other citizen's have health, education 
and social service needs which, must be met* While the range and diversity 
of these needs often exceed those of the average American, the services re- 
quired to meet them must be viewed as an integral part of the total spectrum 
of the human service. programs provided by society. The mistake of the past 
has been to overemphasize the separation of mental retardation service systems 
and, thus. Isolate the retarded from the mainstreain of society and exaggerate 
their ddviancy from societal norms. . ^ ^ . 

i 

Due to variations in population, geography arf<3^. socio-political factors, it 
is impossible to specify^ with any degree of preci^'iori, a \iniversal model for 
organizing a service delivery system for the mentally retarded which will be . 
equally applicable to any state or local jurisdiction. Nonetheless, the Association 
believes that any comprehensive effort to furnish mentally retarded individuals 
with the range of human services they may require across time must adhere to the 
following basic organizaing principles: 

A, Compensatory Rights , Depending on the nature and degree of their 
handicaps, mentally retarded persons are, tv a greater or lesser 
extent, unable to enjoy fully the rights and privileges offered by 
society to other American citizens. Under the circumstances, the 
Association believes that retarded individuals should be entitled 
to receive specialized services or special adaptations of existing 
services which are designed to assist them in exercising their full 
citizenship rights and privileges. Such compensatory services should: 

^ 1, be as close to the accepted norms of society as possible, given 

the nature and degree. of the individual's handicap(s) and the 
social and cultural milieu in which services are to be delivered; 

2, be offered in as normal a physical' setting as possib;Le, given 
the client's age, sex and de^gree of disability; 

3. - employ inlervention techniques which minimize the degree of 

infringement on the individual client*' s rights and privileges 
without sacrificing the prospect of positive, goal oriented results; 

U, provide an appropriate balance between changes in environmpnt 
and- alteratio'ns in behavior in an effort to assist the retarded 
individual to adjust to his or her surroundings, 

B. Individualized Program Plan , A written, individualized program plan 
should be developed on every mentally retarded person in need , 
habilitative services. This plan should be based on an in-depth, 'mult i- 
disciplinary evaluation of the client's service needs and should specify 
appropriate long-range goals and short-term service objectives as well 
as specif ic techniques for accomplishing these goals and objectives. 
Provision for periodic re-evaluation of the client and his or her 
service goals and objectives should be built into the plan. 
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The word "citizen" is used in this paper to underline the basic civil rights 
of persons who are menially retarded. However, it should be interpreted to 
include aliens who are legally entitled to services as well as natural and 
naturalized citizens of this country, 

* r 
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An agency with general responsibility for case management or the 
agency with primary responsibility for delivering services to the 
particuleir client should assume responsibility for developing the in- 
dividual's program plan. -In either case^ it is essential that the 
plan contain an integrated set of strategies for addressing all of the 
client's service needs and not be limited to the services being de;Livered 
by the lead agency. It is also important that the plan is accurately 
and currently maintained so that it is viewed by direct care as a useful, 
working document , rather than the imposition of unnecessary paperwork by 
a distant bureaucracy. 

Recipients of services and their personal or legal representatives should 
be given a full opportunity to participate in all phases of the develop- 
ment and review of their individual program plan. , Where appropriate, 
parents should be asked to participate in carrying out the plan, as Veil. 

The basic plan should be a readable document, easily understood by parents 
and others who have a legitimate concern about the progress of the 
client. In addition, the format of the plcm should be designed to 
facilitate the utilization of modern data retrieval systems and, thus, 
.permit the rapid assessment of intervention techniques and, ultimately, 
the performance of service systems. Included in all such systems must 
be adequate safeguards against invasions of the client's right to privacy. 

Finally, .each client should be assigned a client program coordinator to 
assist him or her in accessing appropriate services and assuring 
that the individualized program plan is carried out adequately. Such 
a coordinator must be knowledgeable about the service options open to 
his client and willing and able to advocate on the client's behalf 
for the most appropriate cmd highest quality service or combination of 
services. 

Organization of Services. Traditionally, in American society, human 
services have been organized along disciplinary lines. Physicians, 
nurses and other health professionals have delivered health services; 
teachers have provided educational services and social workers, social 
services. Until recent years, this vertical model of delivering health, 
education and social services has worked rather well for most citizens with 
unidimensif .'>al service needs (e.g., the sick patient or the "average" 
student, etc.). 

But, despite recent efforts to establish linkages between existing health, 
education and social services agencies, the current approach to delivering 
human services to the mentally retarded, the elderly, the disadvantaged 
and other groups with multiple service needs has been largely unsuccessful. 
The shortcomings of current delivery systems can be traced to the lack of 
integrated service goals and objectives and the resultant fragmentation 
in service delivery. A closely related problem has been the tendehcy to 
define service objectives and program boiindaries in terms of agency goals 
(both formal and informal) rather than in terms of client needs. 



The Association recognizes the legitimacy of assigning appropriate re- 
sponsibilities for mental retardation services to generic seryice agencies 
at the state €Uid local level which possess broad expertise in the areas 
of health, education or social services. We also appreciate the fact 
that each state or local government will have to adopt an organizational 
structure which fits its own partic\ilar needs. Nonetheless, there are 
certain basic organizing principles which sho\ild be .observed, including: 

/ 

1, The role and responsibilities of ^ach public agency serving 
the mentally retarded, either directly or in a supportive 
capacity, sho\ild be clearly delineated. In addition, the state's 
overall orgeuiizational plan should take cognizance of the 
direct and indirect services provided by private non-profit 

and proprietary organizations and by institutions of higher ed- 
ucation; efforts should be directed at making effective use of 
such resources as. part of a comprehensive Statewide service 
network. 

The chief executive officer of the state or local jurisdiction 
shoiild be responsible for reviewing the adequacy of the current 
organizational structure and assuring that all functional re- 
sponsibilities related to mental retardation services are 
clearly assigned and adequately carried out, 

2, Any delegation. of responsibility for serving the mentally re- 
tarded should be accompanied by sufficient authority and resources 

, (both fiscal and human) to carry out the particiaar program or 
activity, 

3, The needs of the client, rather than the needs of the service 
agency, its staff or volunteers, should be the central principle 
around vhich all services to the retarded are organized^. The in- 
dividual program plan should be used as a tool in achieving this 
basic reorientation in the design of service delivery systems. 

h. Every effort should be made to maximize the utilization of generic 
community resources. Thus, when new or expanded services are re- 
quired to meet the needs of retarded persons, first priority 
shoiild be given to attempts to involve appropriate generic 
agencies; specialized services or programs should be established 
only where the interest, resources and/or technical expertise of 
the generic service agency - even with appropriate augmentation - 
is insufficient to carry out a high quality program, 

5. Regardless of how a particular jurisdiction decides to organize 
services for mentally retarded persons, it is vital that staff 
with sufficient knowledge and expertise about the special problems 
associated with mental retardation are employed at all levels of < 
goverment - state, regional and local - where decisions affecting 
the lives of retarded persons are being made. 
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Planning^ Coordination and Evaluation of Services > As indicated above, 
the longitudinal needs of persons, afflicted by mental retardation dictate 
the need to involve many types of human service agencies.^ However, as ^ 
more and more agencies have begun to serve mentally retarded persons, the 
task of guiding the client* especially the client with multiple service 
needs - through the maze of service agenices has become exceedingly diffi- 
cult. Failure to provide proper linkages between programs, interagency 
Jeedousies and bickering and the lack of clearly defined lines of re- 
sponsibility have led to frustration for clients in their search for 
services. 

An effective and efficient service delivery system should involve the 
following elements: , 

1. A reguleu: mechanism for interagency coordination at each level of 
goverjiment serving the mentally retarded. 

2. A regular means of obtaining and acting on citizen input concerning 
the administration and management of state, regional or local 
programs for mentally retarded individuals. This system, which 

. might teJte the form of a citizen's advisory committee or a similar 
body, should serve as a forum for encouraging interested citizen 
groups and individuals to express their views. The responsible agency 
official should be prepeured to act on legitimate citizen complaints 
and worthwhile suggestions. j 

3. A statewide system for collecting and analyzing relevant data on the 
effectiveness of service programs and agencies throughout the state. 
A client data system, which can be used in assessing the degree of 
developmental progress compared to the objectives set out in the 
clients' individualized program plans, will be particularly valuable 
in making such Judgments about the quality of service programs and 
will provide a means of holding responsible officials accountable. 

h. A statewide network of information and referral agencies should be 
established in each state to channel clients to needed services 
in the most expeditious manner. An aggressive j^rogram of early 
casefinding must be an integral peurt of this effort. 

5. A client-centered case management system which is capable of assessing 
the needs of retarded individuals in its catchment area over time and 
and assuring that they have access to appropriate counseling, direct 
and supportive services. 

6. A mechanism for pi:*oviding personal advocacy services on behalf of 
mentally retarded individuals who require such assistance. 

7* Procedures for assuring relative equity in the distribution of 
service programs within the particular jurisdicaitpn. 

8. Procedures for assuring that programs designed to serve minority groups 
in the society are culturally acceptable to the target population. 




. USE OF PHYSICAL, PSYCHOLOGICAL AND PSYCHO-PHARMACOLOGICAL 
PROCEDURES TO AFFECT BEHAVIORS OF MENTALLY RETARDED PERSONS 
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I Introduction , 

Growing concern for the human rights of mentally retarded individuals over the 
past several years has' resulted in a greater awar'eness of the need to scrutinize 
closely the programmatic procedures used in working with retarded clients. Par- 
ticular attention has teen focused^n techniques designed to influence client be- 
haviors. ' These techniques may "be categorized as fdllows:! 

A. Physical techniques,^ including deliberate modifications of environment 
and of the individual's place in the environment; 

B. Psychological principles ^applied in a. systematic manner to affect 
behaviors; and ^ • 

Psycho-pharmacological agents given for the purpose of affecting behaviors. 

It has long 'Deen recognized that the effects of the environment on human "be-^ 
havior, whether through planned systematic intervention or the lack of intervention, 
have far reaching consequences which may, at times, te irreversible. Recent refine- 
ments in our understanding of the principles of human behavior have rendered such 
behavior intervention techniques increasingly effective. If properly apl)lied, most 
professionals would agree that these techniques have significant potential for 
helping mentally retarded persons to develop their abilities. However, the degree 
of control possible over other human beings requires a careful review of the 
attendant ethical and moral questions concerning behavior modification, behavior 
shaping drugs, and similar intervention techniques. 

All individuals in our complex society are vulnera'ble to violations of their 
rights. However, the likelihood of having their rights violated is greater for 
individuals who are mentally retarded not only because they are less able to speak 
on their own behalf, but also because they are more dependent for assistance in 
daily living on other individuals and social systems whose motivations and re- 
sponsibilities are influenced by demands aside from the clients' interests. 

When making decisions connected with a client's service plan, every practitioner 
should, as a matter of course, take measures which assure that the client's rights 
are safeguarded. At the same time, mentally retarded individuals should not be 
deprived of potentially effective services; and, therefore, qualified practitioners 
should not be instilled with such caution that their mentally,.retarded clients are 
denied access to needed services. Prjictitioners must take into account the 
vulnerability of this population when planning and administering any part of an - ; 



The complex area of psycho-surgery is beyond the scop^^^" this paper. 
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individual's over-all program plan.^ While careful review procedures similar 
to those outlined below are essential, perhaps one of the better safeguai'ds 
against rights violations is empathy. Practitioners should ask themselves, would 
you agree to the identical treatment for yourself? 

The purpose of this document is to. outline procedures for prevention of abuse 
while encouraging the use of these techniques to assist mentally retarded individuals 
to achieve .life-enriching goals. 

II Individual Plans 

All agencies or organizations rendering direct services to mentally retarded in- 
dividuals should have policies and procedures which incorporate the following: 

A. Implementation of programs should take place o^ly after there is written 
documentation of required approvals of goals, techniques and design of the program 
in accordance with the procedures outlined in Section III of this policy statement. 

B. There should be routine j active participation by the client in selecting 
his or i\er own program goals and techniques^ with consultation as necessary' from 
parents, guardians,, or legal representatives. The client's consent should be 
obtained based upon a reasonable assurance that he or she understands the program's 
objectives, procedures, rationale, and any alternative approaches available; in 
addition, the client should be permitted to withdraw consent at any stage of the 
program and be fully informed in advance of his or her right to do so. 

C. There should be a periodic reassessment of every client's habilitation plan 
by his or her program coordinator. Goals and techniques should be considered 
separately to assure that the combination selected' (l) fits Ipgically into the 
client's comprehensive, individually tailored habilitation plan and (2) is a minii|al 
intervention strategy consistent with reasonable and optimistic expectations of 
improvement in the client's alillity to function independently. 

D. There should be up-to-date written documentation of the^ status of the 
client's comprehensive individually tailored habilitation plan. Such documenta- 
tion should include: ' 

(l) the identification of current priorities among the client's service 
goals, including appropriate justification; 

"2 Obtaining a client's informed consent or that of the client's surrogate is an 
important means of safeguarding an individual's rights. Because informed con- 
sent is a central consideration in a variety of circxunstances (e.g., steriliza- 
tion, guardianship, involvement in research projects, etc.) a separate position 
paper defining and spelling out the application of informed consent with mentally 
retarded clients currently is being prepared by the Association. 

^ The rights of the mentally retarded individual to make decisions which affect 
his or her life, and to have others intervene in such decisions only to the 
extent that the individual's ability to represent his or her own interests is 
^impaired, is discussed more fully in the AAMD policy statements, "Guardianship 
for Mentally Retarded Persons" and "The Right to Habilitation for Persons who 
are Mentally Retarded.'* 

^ See AAMD Policy Statement on "The Right to Habilitation for Persons who are 
Mentally Retarded." 
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(2) the rationale for selection of intervention strategies to achieve 
such goals; 

(3) records documenting the client's progress towarcL goals with an inter- 
pretation of the effectiveness of the intervention strategy applied; and 

{k) evidence that priorities are altered in ke,eping with the client's 
growth and development, ^ h^/ 

Ongoing clinical documentation is a major source uf evaluative data to: (a) the 
practitioner, the client, and the client's representative; (t) responsible govern- 
mental or non-governmental officials within the administrative hierarchy in which 
the practitioner 'functions as well as other administrative and Judicial reviev todies 
to which he or she may "b.e accountable; and (c) research scientists, 

V E, The use of techniques to influence a client's "behavior for the convenience 
of staff and without particular, planned "benefit to the client is not acceptable 
and should "be prohibited, 

F, Supervision of eaqh aspect of a program should be the responsibility of a 
qualified and competent person and should be monitored by the client's program co- 
ordinator, 5 ^ 

III Review Procedures 

^ All programs designed to influence behavi9ir^ould undergo review on an in- 
dividual or class basis by at least two bodies: 

» ' «• 

1, A professional review body which should determine the appropriateness 
and validity of the goals and techniques; and 

2, A human rights reviev and protection board ^ which shall assess the 
ethical and legal implications of the proposed behavioral goals and 
the validity of the .procedures for obtaining informed consent* 

In addition, -."techniques considered to be experimental in nature should be reviewed 
by a research review committee consisting of qualified research scientists who are 
competent to Judge the merits of the proposal and the validity of the research 
design, / 

In order to conceptualiZse the gradations of review proposed, a classification 
of goals and techniques according to the type of review each would receive is 
discussed below: 

A. Classification of Goals, for Review , Goals^sJiQlild be considered In terms 
of their uniqueness or universality. In general, the more unique the goal, the 
more stringent the review should be. Two types of goals, requiring different types 
of review, are described below: 



^ See The Right to Habilitation for Persons \*/ho Are Mentally Retarded, 
See Human Riglrts Review and Protection Boards, 
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1, Generally Acceptable- Goals , On the ^ basis of review by the professional 
review body and the human rights review and protection board, some be- 
havioral goals will be approved as generally valid and applicable; 
these goals will require periodic reevaluation, but no additibnal re- 
view procedures, 

2. Controversial Goals , Certain other behavioral goals will require 
additional review wJ)enever they are considered for individuals or 
groups of individuals* - The review procedures should include'' (a) 
obtaining the informed consent of the individual; (b)^evidence of 
participation of the mentally retarded individual or his or her 
representative in establishment of goals; and (c) . specified time . 
periods for the review of the 'appropriateness of such goals, 

Cormentarij : Goals which might receive blanket endorsement of review bodies are those 
.which are highly valued and generally sanctioned by society. Examples of such goals 
would include acquiring: (a) developmenteO. skills such as toileting, self-dressing 
and self-feeding; (b) social skills such as language and communication, cooperative 
behavior and certain work-related behaviors; (c) culturally desirable skills 'such 
as work skills, recreation skills, and skills related to mobility (bicycling, 
skating). Another example of generally sanctioned goals would be the elimination 
of behaviors which cause the client suffering, pain or harm, such as decreasing 
hyperactivity, alleviating severe depression, reducing severe and chronic anxiety, or 
eliminating physically self-damaging behavior. Programs should be designed to 
develop, behaviors , not simply to remove them. 

In* some cases, review bodies might endorse certain goals as generally acceptable 
only for individuals enrolled in specific programs. Written entry requirements 
should be clearly stated in such cases,' 

Examples of goals which should be examined on an Individual basis are; (a) 
elimination of hallucinations; (b) elimination of seizures; (c*) development of 
legal or non-injurious patterns of sexual behavior; (d) de-escalation of certain 
fonns of aggressive or competetive behaviors; (e) development of soc^ially acceptable 
types of affiliative behavior (loving parents); (f) strengthening or weakening 
certain types of assertive behaviors in determining the desirability of such goals 
information concerning the medical, social, psychological and/or the physical 
environment of the individual should be assessed', 

B, Classification #f Techniques for Review , Techniques should be examined in 
terms of their location on the following three contin'Sa: J safety vs, danger to the 
client, enhancement vs, dehumanization of the client, and demonstrated efficacy 
vs, experimental nature of the procedure. In general, the greater the risk in 
the use of a technique, the more stringent the review should be and the more re- 
strictive the use. Three types of techniques have been identified which, require^ 
different types of review: 




'l. Generally Acceptable Techniques . On the basis of an assessment by 

the professional review body and the human rights review and protection 
board, some techniques' which influence behavior will be approve'' as " 
generally valid and applicable; such techniques will require periodic 
reevaluation but no additional review procedures before they are applied. 
Common types cOf psychological, physical and pharmacological interventi'ons 
are included in thi,s -category . 

2. Controversial Techniques . Certain techniques for influencing behaviors 
•may involve elements of risk,. pain or infringements. In such instances 
sore stringent review procedures should be imposed including (a) ob;r 
taining the informed consent of the individual; (b) evidence of participa- 
tion of the recipient in the selection of techniques ;^(c) specific time 
periods for review of the effectiveness of such techniques as well as a 
system for minimizing risks; and (d,) a procedure to appeal the decision of 
a review body. When considering the endorsement of these techniques in a 
program, a re-^iew body should weigh the likelihood of a long-terrti con- 
sequence which might be an undesired by-product of exposure to risk, 

pain or infringement on dignity. ^ 

\ * * 

3. Experimental Techniques . Certain other techniques which may be proposed 
for influencing iDehaviors should be designated as "experimental pro- 
ced\ires" because there is limited supportive eyidence concerning their 
efficacy. Such techniques should be used only when they are judged to 

be in the best interest of the individual, and then only under conditions 
where their 'consequences can be carefully controlled under competent 
professional supervision. Experimental control methods should be 
employed to verify the relation of the experimental technique to the 
" achievement Q.f the client's goal. For such procedures, in addition to 

review procediires employed for controversial techniques under III B, 
'\bove, a written research proposal should undergo review by a qualified 
- ' researcher (s) tp evaluate the scientific merits of the proposal and the 
validity of the experimental design of the stu<ly proposed. 

In all cases, techniques should be applied by persons trained to meet 
mitiimum standards of competency under the supervision of a practitioner who is 
thoroughly knowledgeable and, competent in the application of th^^^^particula^ techniques. 

Examples of psjrchological techniques ^ which are likely to fall into the "gen- 
erally acceptable" category are (a) positive social reinfurcers such as verbal ap- 
proval, smiles and, for children, hugs; (b) extinction; and (c) contingent observation. 



7 Even generally acceptable techniques are object ional to some individuals on 
' religious or other personal grounds. Clients or their representatives should 
have/the right to refuse any form of treatment or intervention when they, feel It 
violates such reli!gious or personal convictions. The client or his or her 
representative should be apprised of the possible consequences of such refusal 
and appropriate remarks should be enter W in the client's records and witnessed 

- by the client or his or her representative. ' , - ' 

P Suggested standards of competency appear in the Florida Guidelineg for the Use 
• of Behavioral Procedures in State Programs for the Retarded , May, Jack G., Jr., 
et al, 1974- 

9 Because terminology is subject to interpretation, every technique which the 
local review body datagorizes as generally acceptable, controversial or experi- 
mental should be operationally defined to accurately reflect the meaning in- 
* tended by the review body. 
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Examples of controversial techniques which should be subject to review for 
each individual include, restraints when life is not threatened, aversive con- 
ditioning, time out, seclusion, and, ^ perhaps , overcorrection and educational 
fines. ' This category also applies when drugs are prescribed above recommended 
dosage or where there are legitimate differences in clinical judgment regarding 
correct dosage of cei-Ltiin drugs. 

Life-protecting techniques which interfere with physical self-destruction by 
the temporary use of restraining methods should be readily available but ought 
to be time-limited options within a behavior-building program. Each occasion of 
use should be reported to the review bodies, and frequent use should result in 
re-examination of the client,' s entire program. 

Examples of techniques, requiring research review include acupuncture, certain 
forms of biofeedback, direct electrical stimulation of the brain, and prescription 
of drugs released by ^DA for clinical investigation but not for clinical use. The 
prescription of drugs which have not received FDA cleareCnce should be prohibited. 

There is no absolute break in the continuum of what constitutes research and 
what constitutes services, therefore, it is important that there be documented 
.recognition and justification by practitioners when a strategy is employed for an 
individual in untested circumstances, and that clinical documentation of the effects 
of the intervention be recorded.. 

IV Definitions ' , , 

For the purpose of > this paper the following definitions apply. 

A. Experimental procedure - A techniique used with a clinical objective for an 
individual when its efficacy has not been generally established and accepted within 

*the profession prescribing its use. 

B. Research - Scientific investigation designed to reveal (a) the mechanism 
by which a process works (basic) or (b) the efficacy of a procedure under specified 
conditions (applied). . 

C. Physical technique - Any deliberate restriction of physical freedom designed 
to modify behaviors of an individual or group of individuals. Includes but is not 
limited to physical restraints, removal of an individual from one setting to an- 
other temporarily or permanently, and mechnically limiting freedom of movement. 

U. Psycho-pharmacological agents - Those drugs prescribed for the purpose of 
influencing behavior. 

E, Psychological technique - Deliberate application of procedures designed to 
achieve specific behavioral objectives. Includes but is not limited to positive re- 
inforcement, contingency management, token economy, flooding, systematic desensitiza- 
tion, aversive stimulation, extinction, suggestion and hypnosis, and psychotherapy. 



1- Accreditation standards applicable to management of maladaptive behavior appear 
in Section 2.1.8 of t e New and Revised Standards for Residential Facilities, afe 
modipLed on Novc-nber ll*, 197^^, published by the Joint Commission on Accreditation 
of Hospitals. 



